Thank you so much to the NSGC and the Awards Committee for this wonderful honor. I feel fortunate to be able to claim to be a genetic counselor, and to have interacted with so many accomplished and supportive genetic counseling colleagues over the years. I especially want to also thank the numerous genetic counseling students I have had the privilege to teach, to mentor, and to learn from.
As I was trying to figure out what I could say that would be sufficiently profound, I realized that I have rarely put together a talk for a national meeting that did not involve having an abstract to follow. I have to start from scratch here. I also found myself wishing I had known about this award earlier. I say that because this past June, my husband and I downsized to move permanently to our vacation home in Barnegat Light New Jersey, and much of the memorabilia I might have used for this talk ended up in the trash as we purged most of our belonging. To further complicate things, in August, the building housing my office at the University of Pennsylvania was slated to be demolished, and we also moved our offices.
Anything else that might have made this talk a mixed media sensation ended up in the dumpster.
For purposes of this talk, I'll start by leading in to how I met Natalie Paul. This happened in 1980 when I was recruited to work at Johns Hopkins. I had been working in Buffalo New York and although I was desperate to escape Buffalo and the snow and cold, I went to Johns Hopkins primarily so I could work with Victor McKusick. Dr. McKusick had trained Dr. Robin Bannerman, the clinical geneticist I worked with in Buffalo, and for years I was entertained and awed by stories about Johns Hopkins and its stature in genetics. I was going to be the first genetic counselor working in adult genetics at Johns Hopkins and I looked forward to the challenge.
After I arrived at Hopkins, I discovered that in each clinic session (and there were several every week), about twenty patients were seen. Over half of them traveled more than 100 miles to their appointments, and there was high expectation on the part of both patients and clinicians that their care at Johns Hopkins would be well coordinated. Many of the patients had connective tissue disorders or skeletal dysplasias, and because I was not really knowledgeable about these groups of disorders, I realized I had to get rapidly up to speed. Since there were four or five fellows and three or four attendings at each clinic session, I needed to quickly get a read on how to manage these people, many of whom were stars or rising stars. There was no clinic coordinator and I was the only genetic counselor. The situation was chaotic and I found myself working seven days a week just to keep afloat.
The person who gave me the most perspective on how I could survive Hopkins and to grow personally and professionally there was Joan Weiss, a clinical social worker who had worked in Adult Genetics for many years. I noted that Joan was especially close to patients, frequently sharing important events, meals and her home with them. Joan taught me the value of understanding our patients as people. I realized that some of my best learning experiences as a genetic counselor took place in our clinic waiting room late in the day when I might end up providing reproductive genetic counseling by talking with a young woman with Marfan syndrome about her thoughts on having the condition, and her views on future parenthood, or speaking with a kid with dwarfism about the best and worst things about being a little person. I remember one boy telling me the best thing was having more places to hide during hide and seek.
Joan Weiss was involved with a number of genetic support groups that existed in the early 1980s, including Little People of American (LPA), the National Neurofibromatosis Foundation, and the Osteogenesis Imperfecta (OI) Foundation. She brought me along to meetings, parties and picnics. In 1981, I went to my first Little People of America convention in St Paul with Joan and some of our physicians. I made a lot of friends at the LPA convention and learned a great deal about what it's like to live with a visible difference. It was at that meeting that I met another genetic counselor, Jacqui Hecht, who became a dear friend. Jacqui and I have roomed together at ASHG meeting for the past 33 years.
I could not find any pictures from any of the conventions I attended except for a few from the 1983 Convention in Boston. I found one I took of Dr. McKusick and my friend Paul Miller ( Fig. 1) . At that time, Paul was an undergrad at the University of Pennsylvania, and went on to Harvard Law, and later became a Commissioner with the Equal Employment Opportunity Commission under President Clinton. Throughout his life, Paul championed rights for people with disabilities (Miller and Levine 2012) , and was a driving force behind the Genetic Information Nondiscrimination Act (GINA).
I also found a picture of Dr. McKusick with Meinhardt Raabe (Fig. 2) , who I discovered played the role of the coroner in the Wizard of Oz. As a life-long fan of the movie, I was tremendously excited to meet an actual Munchkin, and I embarrassed myself in front of Dr. McKusick by singing the coroner's song with Meinhardt.
My appreciation of the value of genetic disease organizations also stemmed from another experience at Johns Hopkins. Our social worker Joan Weiss had a vision of bringing together people from various genetic disease groups, and having them meet with different kinds of professionals and exchange ideas and experiences. She got funding from the March of Dimes in 1982 to convene a national meeting: Genetic Disorders and Birth Defects in Families and Society.
This was the first national conference to bring together people from a variety of genetic support groups/ disease organizations, and to provide an opportunity for providers and professionals to learn from patients and families. Although such opportunities are quite common now, in the early 1980s, there were no formal venues before this meeting for gathering a multidisciplinary audience to discuss the needs of patients and families with genetic disorders.
Joan talked me in to coordinating the conference. As we began to plan it, we came to realize that except for being able to choose a great menu for lunch and the reception, we lacked most skills needed to plan a national meeting. This is where Natalie Paul comes in. The March of Dimes assigned Natalie to help us plan and execute the conference, and to write up the proceedings.
Natalie and her colleagues at the March of Dimes arranged to have Beverly Sills, an icon of American opera, be the keynote speaker. She shared her own story and said: BI learned that my daughter was profoundly deaf and six weeks later, that my son was retarded, autistic and also deaf…people say how ironic that your whole work is music and that you should be given two deaf children… I'm awfully glad that these children were put in my home….I feel that I am getting much more than I am giving.M s. Sills' speech electrified the audience, resonating with patients and parents, and a sense of community was fostered. I myself distinctly remember how much I was learning by listening to the profound and riveting stories families were telling. I can recall verbatim one speaker Jane Paritsky as she read from her diary describing to the audience how she was told that her son Ian had Tay Sachs Disease. She said: BAnd as he was speaking, I was thinking Bthis doctor is killing me, he keeps talking and killing me, why won't he stop killing me?^Î t was from Jane Paritsky that I learned the importance of not talking, of just shutting up. Joan, Natalie Paul and I edited the proceedings of this conference which were published by the March of Dimes (Weiss et al. 1984) . I learned most of what I know about editing from Natalie and I will be forever grateful to her for helping me to develop this invaluable skill.
Joan left Johns Hopkins several years later to found the Alliance of Genetic Support Groups which was later renamed the Genetic Alliance. I am sure I speak for all genetic counselors when I say how grateful I am that there is a Genetic Alliance to advocate for our patients and to give a voice to people living with genetic conditions. I wanted to also spend a few minutes talking about my research and how it has fostered my personal and professional development. Some of my early research revolved around economics, studies conducted with my colleague Reed Pyeritz ). This was a somewhat unsatisfying area of research that yielded, unfortunately, depressing results. We found that it takes a lot of time to provide service , that our services are not selfsupporting (Bernhardt and Pyeritz 1989) , and that although we generate a lot of downstream revenue (Bernhardt et al. 1992 ), we may not get credited for it by our institutions.
My career as a researcher was invigorated in 1991 when I had the good fortune to be invited to be part of a research group at Johns Hopkins called the Genetic and Public Policy Studies Unit, led by Dr. Neil BTonyĤ oltzman. A bioethicist and social sciences researcher in the group, Gail Geller, took me under her wing and turned me on to qualitative research. Through some of the work I did with Gail and others, I discovered that findings from qualitative research, especially those involving patients, influenced me personally as a genetic counselor, and also can influence the profession (Bernhardt 2008 ).
For example, in one study I did with my friend Barb Biesecker and one of our students Carrie Mastromarino, we asked consumers about their genetic counseling experiences (Bernhardt et al. 2000) . Although some interviewees mentioned being appreciative of the information they received, many commented on the interpersonal aspects of genetic counseling. One interviewee said: BI didn't think I was allowed to have a person that was there to help me understand and deal with what was going on with this very complicated issue that was affecting my child, and slowly, it dawned on me that, 'oh, this person is here for me^Another shared: BWe talked about how we can tell our other children… she saved us when we were so low.…When we walked out of there we knew that there was going to be a future.^In short, we discovered how much our patients value our services, and how much they need us.
More recently, through studying women's experiences receiving positive prenatal genetic testing results (Bernhardt et al. 2012) , I have learned how important it is for genetic counselors to understand the patient she is seeing and to individualize her counseling. One patient we recently interviewed described her genetic counseling experience by saying: BWhen she met me, she just understood, she made an effort to listen to what I said, listen to my husband, kind of get a sense of who we are as people and then modulate that…. She would take a moment to actually feel the room and feel who you are and connect with you.B ased on my personal experiences with being distressed by the decisions made by a few of my patients, and my personal lack of confidence in being able to help some patients in the way they deserved, my colleague Gail Geller and I wrote a grant and got funding by NHGRI to study distress experienced by genetic services providers. We first set out to identify what it is about providing genetic services that makes us whole, that gives us meaning (Geller et al. 2008) . We heard genetic counselors saying things like BI derive meaning through patients entrusting me with their stories^and BI am privileged as a genetic counselor because I can bear witness to events in the lives of my patients and their families^This research reminded me how much we can gain personally from the services we provide to patients.
As a part of this project, we also conducted focus groups and interviews to find out what causes genetic counselors distress (Bernhardt et al. 2009 (Bernhardt et al. , 2010 . We heard things like: BWhat I found really distressing… is knowing the impact that this would have on the family and knowing how devastated they would be and also feeling somewhat ill-equipped to deal with their loss and their bereavement.^Another genetic counselor shared: BThe geneticist promised to call the family back with his recommendations. They kept calling me and he would not talk to them. The last time I asked him about it he told me to not bug him about it anymore. I felt totally disrespected and abandoned.N It is this distress that leads me to the last portion of this talk. There are a lot of current job openings and although I do not have data to back it up, it's my impression that many of these positions, especially those in clinical settings, have been difficult to fill. The need is especially acute given the increasing numbers of guidelines that are recommending genetic counseling (Bhasin et al. 2013; Khatcheressian et al. 2013; Lenders et al. 2014) or even requiring it, as outlined in a recent insurance coverage guideline from CIGNA (CIGNA 2013). And unfortunately, even when genetic counseling is recommended, it may not be provided (Armstrong et al. 2015) .
I will conclude with the following challenges for the profession. First, we need to figure out how we can maintain an adequate number of genetic counselors to provide services to what I would call Btraditional^genetics patients who really do need, and who really do benefit from our services. This will involve doing a number of things including reducing distress, stress and overtime; increasing meaning derived from providing patient care, increasing pay for clinical genetic counselors, increasing respect paid to genetic counselors, and here I will call out in particular respect from our clinical geneticist colleagues; increasing opportunities for advancement in clinical and hospital settings; delegating some tasks currently provided by genetic counselors to others; and increasing the number of training slots in quality genetic counseling graduate programs.
Further, given the expansion of roles now available to genetic counselors, especially in labs and in industry, we need to figure out the best ways to train genetic counselors for these new roles and responsibilities. We also need to figure out a way to document the true value of genetic counseling, not only to the system, but to individual patients. I have said for the past ten years that this was my goal before I retired, but it's a goal I will not meet. I'll leave it to you younger, more energetic, thoughtful and ambitious counselors to attack.
Thank you for your attention and again, thank you for this awesome award.
